Abstract This paper draws on nearly two decades of research on health consumer and patients' organizations (HCPOs) in the United Kingdom. In particular, it addresses questions of representation and legitimacy in the health policy process. HCPOs claim to represent the collective interests of patients and others such as relatives and carers. At times they also make claims to represent the wider public interest. Employing Pitkin's classic typology of formalistic, descriptive, symbolic, and substantive representation, the paper explores how and in what sense HCPOs represent their constituencies. We found that policymakers themselves are less concerned with formal mechanisms adopted by groups and are more concerned with credibility, in particular whether HCPOs carry the confidence of their constituents. While some concerns about legitimacy remain, particularly in relation to funding from commercial interests, we argue that HCPOs bring a unique perspective to the policy process and to focus purely on formalistic representation provides only a partial understanding of their representative role and a constrained view of their collective moral claims.
the funding and prioritization of research projects and in research governance. They also seek to influence cultural and social values leading to greater understanding and acceptance of the needs of people with a particular illness.
However, these roles raise questions about representation and legitimacy. What kind of representative claims can patients' organizations make? Can they legitimately claim to represent the wider public? Is there a danger that some patients' organizations are a vehicle for representing other interests (such as health professionals and the drugs industry)? These questions are in turn linked to bioethical debates about collective representation. As Beier et al. (2016) have argued, certain criteria characterize collective actors and lend them normative authority: (1) a shared practice of trust, where participants perceive themselves as connected by shared aims and values, (2) self-perception and self-governance, involving the acceptance or attribution of a Bwe-identity,^(3) a sociopolitical role, engaging with society and the political arena, (4) a recognition of rights and obligations, both between members and with regard to society and other groups. Applied to patients' organizations, these criteria can be used to assess their representative claims. Hence those that do not have a lived practice of trust based on shared values, a Bwe-identity^, a socio-political role, and clear rights and responsibilities for members will be open to challenge about their representative claims and legitimacy as policy participants. In addition, Beier et al.'s analysis identifies the importance of several factors in strengthening these claims, including the existence of processes of building shared values and trust, means of promoting collectivization of normative conceptions, plans, and political demands, the establishment of internal processes of participation in decision-making, and safeguards for protecting the independence of patients' organizations from other interests in the health arena. This paper focuses on the role of patients' organizations in representing patient and public perspectives in national policy processes in the United Kingdom. Before we embark on this analysis, we first need to clarify the term Bpatients' organization.^Definitions are difficult because organizations vary considerably in size, structure, function, composition, and focus (Baggott, Allsop, and Jones 2005) . What they appear to have in common, however, is a set of claims: to advocate on behalf of a constituency affected by a particular condition, to represent their interests, to support them, and to meet their needs. A variety of alternative labels has been used to describe them: Bpatients' organisations ( Rabeharisoa, Moreira, and Akrich 2014) , Bpatients' associations^ (Wood 2000) , Bpatient groups^ (Epstein 2016) , and Bpatient-consumer organisations( Mold 2014), among others.
In collaboration with twenty-two European researchers from ten countries, we developed the term Bhealth consumer and patients' organisations( HCPOs) (Baggott and Forster 2008) . We subsequently defined these as Bvoluntary sector organisations that seek to promote and/or represent the interests of patients, users, carers, and the wider public in the health policy arena^ (Baggott and Jones 2011, 530) . The term was chosen because it encapsulated the range of citizenship and consumerist perspectives adopted by patients' organizations. We acknowledged that the term Bconsumer^in relation to health and public services was controversial, especially in state health systems (Deakin and Wright 1990; Long 1999; Rogers and Pilgrim 2001) . However, we interpreted the term Bhealth consumer^as being wider than individual market consumerism, incorporating political and democratic dimensions (see also Clarke et al. 2007; Mold 2014; Williamson 1992) .
Our Research
This article draws on three pieces of research. The first study, which took place between 1999 and 2003, involved a postal questionnaire survey and interviews with U.K. HCPO leaders and other policy actors (including ministers, civil servants, and MPs). The survey was conducted in autumn 1999. Of the 186 organizations that met the inclusion criteria, 123 responded, a response rate of 66 per cent. The data was analysed using SPSS. The interviews (n=70), took place between 2000 and 2002. These were semi-structured and analysed using NVIVO (see Baggott, Allsop, and Jones 2005 for further details).
Since the original study we have completed two further pieces of research. In the summer of 2010, a second survey was undertaken. This was an online structured questionnaire, hosted by Speedsurvey, of 312 U.K. HCPOs. Responses were downloaded and analysed using SPSS. A response rate of 39 per cent was achieved (n=122). Then, in 2013, a number of semistructured interviews (n=8) were undertaken with informants with many years of experience in the field of patient and public involvement in the United Kingdom. These interviews covered a wide range of experiences, including with HCPOs, looking back over three decades; again, transcripts were analysed using NVIVO.
The Representative Claims of HCPOs
A useful framework with which to explore the representative claims of HCPOs lies in Pitkin's classic analysis of representation. She defines representation as Bthe making present in some sense of something which is nevertheless not present literally or in fact^ (Pitkin 1967, 8-9 ; author's italics). Pitkin's approach has several advantages. It is a widely accepted framework, which has stood the test of time and remains relevant today (Disch 2012 Simply organizing a group of citizens is a weak representative claim. From a formalistic perspective, electoral mechanisms are needed to authorize representatives and to secure their accountability and responsiveness. In our initial study, many national HCPOs had formal elections for senior positions. In larger HCPOs, paid staff occupied senior positions, but even here there was oversight from a decision-making body containing members. Even where officers were employed rather than elected, there was a general assumption within HCPOs that they would still act as a voice for members. However, the existence of paid staff has been identified as a source of tension in some studies of patients' groups (van de Bovenkamp, Trappenburg, and Grit 2010; Epstein 1996) . Moreover, there are indications that members' resistance to professionalization may be stronger at the local and grassroots level (Small and Rhodes 2000; Roberts et al. 2016) . Even so, our research showed that paid staff were seen in a positive light by HCPO leaders. Indeed, they were regarded as a major asset that allowed HCPOs to strengthen their representative functions. For example, specialist policy Table 1 Pitkin's four types of representation
Type of Representation Meaning

Formalistic
The institutional arrangements of representation, the means by which representatives achieve their position, the accountability and responsiveness of representatives to their Bconstituency,^and the ability of those represented to remove or sanction the representative.
Descriptive
The ways in which a representative resembles those being represented.
Symbolic
The way in which symbols invoke meanings, attitudes, and beliefs about representation.
Substantive
Actions taken by the representative on behalf of the represented. officers were identified as important in furthering members' interests in the policy arena (Baggott, Allsop, and Jones 2005 ).
Source: Adapted from Pitkin 1967
An important aspect of formalistic representation is accountability. Most HCPOs have annual general meetings (AGMs) which enable some debate about current policy issues (Baggott, Allsop, and Jones 2005) . From time to time, there may also be specific demands from members that senior officers be held to account. For example, in 2010 the Alzheimer's Society was heavily criticized by members when it restructured and closed some local branches. The chief executive subsequently left the organization, which denied that his departure was linked to tensions between head office and local branches (Plummer 2010) .
In our initial study, HCPO leaders expressed particular beliefs about representation. Most acknowledged formal mechanisms such as elections and AGMs. But they also spoke about building trust between themselves and members. They saw HCPOs as a voice for the grassroots members and a holder of members' interests, in effect a conduit for expressing their concerns (Schmitter 2002) . It should be noted that a minority of HCPOs in this study had no membership as such. In most cases they were run by a small group of activists with the medical condition in question, by relatives or informal carers, or by a combination of both. While these groups lack formal representative mechanisms, it is possible for such groups to claim legitimacy on the basis of pursuing solidarity, by advocating on behalf of constituencies that face huge challenges in representing themselves. This point is discussed further in the context of substantive representation.
Descriptive Representation
Descriptive representation places emphasis on having representatives who resemble their constituents. While it is impossible for representatives to be a microcosm of every single characteristic, there is a powerful case for ensuring that under-representation of certain groups is addressed: a Bpolitics of presence^per-spective (Phillips 1995) .
The health needs of some population groups, such as the LGBTQ community and black and minority ethnic groups appear to have been under-represented in the HCPO sector in the past (Baggott, Allsop, and Jones 2005) . Increasingly, however, these groups have been supported and represented by specific organizations (such as the LGBT Foundation and Cancer Black Care). There may also be other types of descriptive underrepresentation. The HCPO world has been perceived as overwhelmingly middle class, though evidence is anecdotal (Baggott, Allsop, and Jones 2005) . It also appears that individuals at more advanced stages of diseases may be less able or willing to be involved in HCPO processes or to act as representatives (Small and Rhodes 2000) . Moreover, as Wood (2000) observed, HCPOs mainly form around long-term, chronic conditions, with few representing people with acute conditions.
In our initial research and our 2013 interviews, we also encountered the phenomenon of the Busual suspects.^These are senior people within HCPOs, trusted by government and experienced in the practices of official committees. It was pointed out that there was a danger these representatives could become institutionalized and detached from members. Indeed, the term, Busual suspect,^was mostly used pejoratively. On the other hand, interviewees accepted that there was a limited pool of willing people with the skills to participate at this level and that those that did were often overloaded. As a government minister in our initial study stated: Bsometimes you absolutely needed the usual suspects^ (Baggott, Allsop, and Jones 2005, 219) .
Within the HCPO sector, one finds examples of leaders and senior office holders who have directly or indirectly experienced a medical condition as a patient, relative or an informal carer. An example is Harry Cayton, a former chief executive of the Alzheimer's Society, whose father had the disease. But even where leaders have not themselves experienced a particular medical condition, they aim to facilitate the direct involvement of patients, users, and carers in policy influence. This is done by using actual patient experiences in policy consultations, through patient involvement in internal advisory groups and external advisory committees, requesting members to speak to the media, or to lobby MPs. HCPOs believe that the articulation of patient, user, and carer experiences in this way strengthens their case (McCurry 2009) and our research indicated that policymakers agreed with this assessment.
Symbolic Representation
Symbolic representation concerns the response representatives evoke from those they are representing. It is about how constituents react to symbols constructed by leaders and whether constituents accept the leader as their symbolic representative (Pitkin 1967, 102) . Symbols are important because they can communicate and embody meaning and evoke feelings and attitudes. In particular, symbolic representation is focused on the question of whether representation is accepted by those being represented. Taking the idea of symbolic representation forward, Stokke and Selboe (2009, 59) argue that it may involve the Bpractice of constructing social groups and claiming legitimacy based on such constructed identities.^Saward (2010), too, has acknowledged that the representation of interests is not simply about representatives reading signals from below but also about shaping these interests. Symbolism plays an important part in this.
The way in which HCPO members are symbolized is important because it conveys a meaning about them and helps the group itself construct an identity, which they can then coalesce around. As Taylor and Whittier (1992) note in the context of new social movements, a shared definition or understanding (about a problem) is important in establishing politicized collective identity which then motivates members to participate in political action. In our research, HCPO leaders were keen to emphasize the importance of trust between leaders and grassroots, and used symbolism, such as branding, to bolster their position as legitimate representatives of their members' interests. For example, the Parkinson's U.K. website (2017) states Bour brand is more than how we look and talk, it's who we are and it's crucial to raising awareness.Ĥ CPOs have various ways of strengthening cohesion and identity. In an ethnographic study of the National Childbirth Trust (NCT), Roberts et al. (2016) describe how leaders used imagery and music at an AGM to emphasize the historical achievements of the organization to strengthen cohesion and identity at a time when the NCT was moving away from its traditional roots. At a basic level, HCPOs can adopt symbols to raise public awareness about conditions. For example, Prostate Cancer UK's BMen United^campaign draws on imagery of football and sport to raise awareness of the condition, while breast cancer awareness and HIV/AIDs awareness are symbolized by pink and red ribbons respectively.
Symbolism not only has an impact on group cohesion but affects the way HCPOs are seen by others. In some instances, however, symbols can be manipulated by other stakeholders. This can be seen, for example, in the media's disproportionate use of young mothers in the portrayal of breast cancer cases, despite older age being the main risk factor for the disease (Baggott, Allsop, and Jones 2005) . Some women with breast cancer have questioned the Bpinkification^of the condition by commercial interests, which they claim emphasises femininity at the exclusion of men with breast cancer (Theobald 2012 ).
Substantive Representation
Substantive representation is concerned with actions taken on behalf of the represented. How are their interests represented? Do representatives advocate for policy in line with their constituents' best interests?
HCPO leaders stated that their main concern was to gain acceptance for their organization and the condition it represented. In their view, this must be done through consultative and participatory processes. Consultations took a variety of forms such as local branches sending delegates to national or regional decision-making fora or the use of surveys to poll members' views. Local branches, helplines, and online support forums played an important role in bringing issues to the attention of leaders. Our initial study showed that around half of national HCPOs had a local or regional branch network. In others, patients, users, and carers participated directly in decisionmaking committees or advisory groups. Also, in the initial survey, 65 per cent of HCPOs stated that patients or carers were included on their main decision-making body (Baggott, Allsop, and Jones 2005) . These mechanisms provide a line of communication from the members to those who claim to represent them and bring members' perspectives to bear on senior-level decision-making.
A major aspect of substantive representation in the HCPO sector is codifying the experiential knowledge gained from being a patient or a carer for someone with a particular medical condition and articulating this within the policy process (Baggott, Allsop, and Jones 2005) . Some HCPOs analysed helpline queries to identify issues and trends in the concerns of the public-in-contact. They juxtaposed this Blay knowledge^against the Bbiomedical knowledge^health professions bring to decision-making, believing that lay knowledge offered alternative perspectives on the experience of medical conditions and service provision. HCPOs concerns are grounded in lay experience, and they believe this lends them credibility in their interactions with policymakers and enables them to act as knowledge brokers (Nicholas and Broadbent 2015) .
HCPOs often have a number of constituencies to represent, including carers and relatives. This can be a source of tensions between, as well as within, groups. For example, Chamak (2008) highlights tensions between traditional parent-led organizations representing people with autism in France and more recently formed associations of people with autism which question the right of the former to speak on their behalf. Moreover, as noted earlier, HCPOs may under-represent patients at different stages of illness and people from different socio-economic and ethnic backgrounds, which may also lead to tensions.
HCPOs can seek to influence, mobilize, and represent the views of a broader constituency than their members. As noted, they may draw on the experience of the public-in-contact, who seek advice and support but who are not formal members. Groups may also use websites and public awareness campaigns to influence public opinion. Does this enable HCPOs to claim to represent a broader public interest?
Our interviewees (both the initial and the later study) were clear that the focus of most HCPOs on a particular medical condition, as well as the competition between them for resources and status, meant that they were essentially sectional interest groups. However, some HCPOs represent constituencies that are wider than their membership. As Epstein (2016) notes, a sizeable minority of U.S. patient organizations are interested in issues beyond a particular disease or illness, citing one study (Keller and Packel 2014 ) that found over a quarter of groups did not focus on a single condition. Our surveys found that around a tenth of groups focused on the whole population or a large subsection of the population (e.g. older people, ethnic minorities-Baggott, Allsop, and Jones 2005; Baggott and Jones 2011).
Epstein (2016) identifies three linkage mechanisms that broaden the reach of patient organizations: spillover, coalition, and frame alignment. Spillover occurs when ideas, values, norms, tactics, and style are transmitted between voluntary organizations. HCPOs learn from each other and from voluntary organizations in other sectors. Coalition occurs via formal alliances and informal cooperation. In the United Kingdom for example, National Voices is the latest in a line of alliance groups to span the HCPO sector. In our 2013 interviews, this organization was acknowledged as an effective coalition which had promoted collaboration between HCPOs, achieving significant policy influence. The third linkage mechanism is frame alignment. Groups seek to shape representations of reality and assign meaning to events and conditions to mobilize constituents. An example used by Epstein is the alignment of treatment and prevention frames, which brings together health groups and others (such as environmentalists) to focus on disease causes. In the United Kingdom, for example, HCPOs no longer focus as exclusively on treatment for disease and are more active in promoting prevention and public health policies .
Related to this broader role, there has been debate about whether HCPOs collectively constitute a new social movement. We have consistently found evidence of a shared discourse, shared values, and perceptions, as well as networks of interaction and collaboration, all of which suggests the emergence of a social movement (Allsop, Jones, and Baggott 2004) . However, this issue remains contentious. Some believe that a distinctive health social movement is evolving (Brown and Zavestoski 2004) or at least has the potential to mobilize people to challenge expert systems (Scambler and Kelleher 2006) , while others suggest that a patients' movement is weak, fragmented, and immature (Williamson 2008) . According to Mold (2014), U.K. patient-consumer organizations have failed to establish a broader patients' movement in part because they have been unable to mobilize sufficient public support. Notably, policymakers themselves question the ability of HCPOs to represent broader public concerns (see below).
There are also concerns that some HCPOs may be colonized by other interests, including government agencies (Wood 2000; Baggott, Allsop, and Jones 2005) , the drugs industry (Jones 2008) , and health professional interests. Although these interests may coincide with HCPOs on some issues, this is not always the case. For example, patients' organizations may have different research priorities than health professionals, focusing more on psychosocial and quality-of-life issues (Caron-Flinterman, Broerse, and Bunders 2005) . If they are not careful, HCPOs could find themselves giving other interests priority over their members. Concerns about drug company funding of some HCPOs has underlined the dangers of this (Batt 2014) . At the extreme, however, are Bastroturf^organizations (Cigler and Loomis 1995)-groups which appear to be grassroots-based HCPOs but have actually been established by commercial interests. Their existence is used by some to call into question the representative claims of HCPOs (Lieberman 2016) .
Policymakers' Views
Drawing on Pitkin's concepts of representation, we have highlighted some of the dilemmas HCPOs face in claiming to be credible representatives of the interests of patients, users, and carers. In practice, HCPO representative claims are grounded in the institutional processes of consultation and participation of members in decision-making, coupled with the articulation of the experiential knowledge of members in policy fora. But what about policymakers' views of representation?
Our studies revealed substantial contact between HCPOs and policymakers. For example, in our second survey we found that a third of HCPOs had regular contact (at least four times a year) over the past three years with Department of Health ministers, while 39 per cent had regular contact with the department's civil servants. Almost half (49 per cent) of HCPOs were in regular contact with MPs, and almost a third (34 per cent) regularly met with members of the House of Lords (Baggott and Jones 2014) . But when meeting with HCPOs, it appears that policymakers had no clear formula for assessing representativeness. Several criteria were mentioned, including evidence of a clear governance structure (elections, coherent organizational structure, forums for encouraging dialogue between leaders and members). Even so, policymakers appeared to be more concerned with credibility than representativeness, and this was not judged in terms of formal constitutions. One informant in our initial study tellingly stated that Bit's not really important that they are democratically representative, [it is] important that they represent a series of views which are credible^ (Baggott, Allsop, and Jones 2005, 216) . Large membership groups were not seen as more representative than others, though ministers were more sensitive to an organization's membership size than were civil servants. But for both, it was the quality of interaction between HCPOs and their members that was most important, and in particular their ability to engage their members and people with the condition. The key factors were that the group could speak with authority on behalf of clients and members and were able to convey a sense that they carried the confidence of their constituents.
However, policymakers insisted that HCPOs with small memberships and those without members would not necessarily be excluded provided they had relevant expertise or knowledge to bring to the process. This seems a paradoxical point, but it does link closely to Halpin's (2006) contention that the formal democratic representativeness of voluntary groups is not the key issue in determining legitimacy and access (see also O'Neill 2001; Van Rooy 2004) . Some groups cannot demonstrate representativeness in a formal sense, because they lack membership and democratic mechanisms. But such groups may be considered legitimate if they have other attributes and qualities including solidarity, credible expertise, wider public support, and effective advocacy that enable them to advance the interests of a specific beneficiary group. This supports Beier et al.'s (2016) point about the legitimacy of collective representation discussed in the introduction.
Even so, policymakers stopped short of accepting that HCPOs facilitate collective representation of the broader public interest, because they were viewed as primarily representing the interests of people with a particular condition rather than the health concerns of society as a whole. However, they did believe that formal alliances could encapsulate a broader approach, as they brought together groups within and across condition areas.
Conclusions
As the health policy process has expanded to include new actors, it is unsurprising that groups claiming to represent the collective interests of patients have emerged to fulfil that role. Given the power of other interests, such as the health professions and the drugs industry, it is important that HCPOs exist to provide a credible and independent voice for the interests of patients and carers and indeed at times the wider public interest, in ways that challenge the implicit assumptions of other actors and government itself. HCPOs can be seen as a form of associative democracy, where voluntary self-governing associations can strengthen and enhance democratic governance by, for example, offering resistance to power, ensuring government accountability, contributing expertise, creating opportunities for groups and individuals to participate, and improving the quality of representation (Fung 2003; Hirst 1994) . However, as we have seen, the representative claims of HCPOs can be challenged. Internal democratic processes do exist but are far from universal. Some groups lack a membership. Others appear to lack independence. As a result, claims for collective agency may be undermined, and in this field at least, associative democracy may turn out to be a flawed model of representation.
Yet, when assessing representation, one must look beyond the formal processes. It is also important to understand how HCPOs seek to work with and interact with those who join, support, or who are in contact with them. What is crucial are the ways in which HCPOs support their claims to facilitate the collective representation of the lived experience of patients, carers, and, at times, the wider public in their interactions with the health policymakers. By focusing on other forms of representation, Pitkin's typology has proved a useful tool in exploring these aspects. The application of her approach reveals that to focus purely on formalistic representation provides only a partial understanding of HCPO's representative role and a constrained view of their collective moral claims.
